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Abstract
Women with pathogenic BRCA genetic mutations face high risks for cancer 
development. Estimates vary among mutation carriers, with lifetime risks 
ranging from 41% to 90% for breast cancer and 8% to 62% for ovarian cancer. 
Cancer risk management options for BRCA mutation positive (BRCA+) 
women have life-altering implications. This qualitative, phenomenological 
study explored the experience of cancer risk management decision making 
for women who are unaffected carriers of a BRCA mutation (previvors). 
Fifteen previvors recruited from Facing Our Risk of Cancer Empowered 
(FORCE), an online informational and support group, were interviewed. 
Findings consisted of four major themes: the early previvor experience, 
intense emotional upheaval; the decisional journey, navigating a personal 
plan for survival; lack of knowledge and experience among health care 
providers; and support is essential. Findings highlight the different decisional 
perspectives of previvors based on age and individual factors and the need 
for increased competence among health care providers.
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Approximately 1 in 400 Americans carries a pathogenic BRCA1 or BRCA2 
mutation. BRCA mutations cause a hereditary syndrome, characterized by 
specific patterns of cancer development within a family, and the majority of 
hereditary breast and ovarian cancer (HBOC) is associated with BRCA muta-
tions (National Comprehensive Cancer Network [NCCN], 2013; Welcsh & 
King, 2001). Compared with the 13% risk for breast cancer and less than 2% 
risk for ovarian cancer in the general population, BRCA mutation positive 
(BRCA+) women’s risks are dramatically higher. The probability of devel-
oping cancer varies among carriers based on individual and familial factors 
(Antoniou et al., 2003), with lifetime estimates ranging from 41% to 90% for 
breast cancer and 8% to 62% for ovarian cancer (NCCN, 2013). Estimated 
cumulative risk by age 70 for women with BRCA1 mutations is 55% to 65% 
for breast cancer and 39% for ovarian cancer. Estimated cumulative risk for 
those with BRCA2 mutations is 45% to 47% for breast cancer and 11% to 
17% for ovarian cancer (Antoniou et al., 2003; National Cancer Institute 
[NCI], 2013). Current cancer risk management recommendations for previ-
vors (unaffected BRCA mutation carriers) include options for prophylactic 
mastectomy, prophylactic oophorectomy, intensive surveillance, and chemo-
prevention (NCCN, 2013).

Each option for cancer risk management has potentially negative out-
comes that must be considered. The decision-making process is complex, 
with life-altering implications that differ with each choice and change over 
time. Prophylactic surgeries afford the greatest cancer risk reduction benefit. 
Bilateral prophylactic mastectomy reduces the risk of developing breast can-
cer by more than 90%. Bilateral salpingo-oophorectomy not only reduces the 
risk of developing ovarian cancer by 80% to 90% but also reduces the risk of 
breast cancer by 50% (NCCN, 2013; Rebbeck, Kauff, & Domchek, 2009; 
Schwartz et al., 2003). However, in addition to surgical risks, bilateral pro-
phylactic mastectomy has effects on body image and femininity, and pre-
cludes breast feeding; and prophylactic oophorectomy results in menopause 
and loss of fertility (Armstrong, Schwartz, Randall, Rubin, & Weber, 2004; 
Finch et al., 2011; NCI, 2013).

Chemoprevention is a second option for cancer risk reduction. Oral con-
traceptives reduce the risk of developing ovarian cancer in BRCA+ women 
by up to 70% (Iodice et al., 2010; NCCN, 2013; Rice, 2010; Whittemore et 
al., 2004). Few studies have been done to evaluate the use of tamoxifen or 
raloxifene in previvors. In a randomized clinical trial, tamoxifen was shown 
to decrease breast cancer incidence in BRCA2 previvors by 62%, but there 
were no significant findings in the BRCA1 group (King et al., 2001). Few 
previvors report having used tamoxifen or having discussed it with their pro-
viders (Metcalfe et al., 2005).
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A third option for cancer risk management is intensive screening. Although 
risk is not reduced, there is a survival benefit to early detection of both breast 
and ovarian cancer. For BRCA+ women, current recommendations for breast 
cancer screening are mammography and magnetic resonance imaging (MRI) 
annually, performed on Day 7 to 15 of the menstrual cycle for premenopausal 
women, beginning at age 25 or based on the earliest age onset of disease in 
the family; clinical breast exams semi-annually starting at 25; and monthly 
breast self-exams beginning at age 18 (NCCN, 2013). Due to the lethality of 
ovarian cancer and the low predictive value of screening measures, prophy-
lactic oophorectomy remains the primary recommendation for previvors 
between the ages of 35 and 40 when childbearing is complete (Balmana, 
Diez, Rubio, & Castiglione, 2010; Kurian, Sigal, & Plevritis, 2010; NCCN, 
2013). For those who choose not to have this surgery, transvaginal ultrasound 
and CA-125 antigen blood tests should be considered every 6 months starting 
at age 30 or 5 to 10 years earlier than the earliest age onset of ovarian cancer 
in the family (NCCN, 2013).

The challenge of decision making for BRCA+ women lies in the complex 
process of weighing risks and benefits of cancer risk management choices 
over a lifetime (Balmana et al., 2010; NCCN, 2013; NCI, 2013). Health care 
professionals’ assessment of risk perception, fear, anxiety, and apprehension 
are important issues in counseling and managing HBOC families (Berliner & 
Fay, 2007; Lynch, Snyder, Lynch, Riley, & Rubinstein, 2003). For BRCA+ 
women, genetic counseling and support in the decisional process (Chen et al., 
2002) with consideration of individual needs and concerns are paramount 
(Schwartz, Peshkin, Tercyzk, Taylor, & Valdimarsdottir, 2005). Experiences 
of cancer within the family, particularly the loss of a mother, influence cancer 
risk management decision making (Hamilton, Williams, Bowers, & Calzone, 
2009). Open communication with friends, family, and significant others 
reduces feelings of stigmatization and isolation and decreases psychological 
distress (den Heijer et al., 2012). Young previvors rely heavily on parents for 
support and although formal support reduces distress, services are often 
unavailable or underutilized (Werner-Lin, 2008b). For 18- to 24-year old pre-
vivors, readiness, autonomy, and confidence in making cancer risk manage-
ment decisions are evolutionary processes. In this process, parents are a 
strong means of support (Werner-Lin, Hoskins, Doyle, & Green, 2012).

BRCA+ women view themselves as being genetically damaged and are 
concerned about passing on a mutation to biological children. This concern is 
tempered by the hope for future, positive developments in genetics and can-
cer risk management, and in most cases does not deter them from deciding to 
have children (Hamilton, 2012; Werner-Lin, Rubin, et al., 2012). Among 
childless BRCA+ women, knowledge of a deleterious mutation overshadows 
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dating and establishing intimate relationships. They feel a sense of urgency to 
find a suitable partner and have children before having prophylactic surgery 
or being diagnosed with cancer (Hamilton & Hurley, 2010; Werner-Lin, 
2008a). For BRCA+ women with children, the desire to survive for the sake 
of children leads to the decision for prophylactic surgery (Hamilton, 2012). 
Other factors that lead to prophylactic surgery are fear of cancer, anxiety, and 
high perception of cancer risk. Concerns about body image, surgically 
induced infertility and menopause, and fear of surgery lead to decisions 
against or to delay prophylactic surgery (Hallowell, Jacobs, Richards, 
Mackay, & Gore, 2001; Schwartz et al., 2003). For BRCA+ women, an expe-
rience of breast cancer in a close family member is a predictor for prophylac-
tic mastectomy; likewise, a family experience of ovarian cancer is a predictor 
for prophylactic oophorectomy (Metcalfe et al., 2008). BRCA mutation carri-
ers who undergo prophylactic mastectomy and/or prophylactic oophorec-
tomy report a greater sense of control over their susceptibility to breast and 
ovarian cancer and a reduction in fear after surgery as compared with those 
who choose surveillance (van Oostrom et al., 2003).

Over time, previvors maintain awareness of their cancer risk but adapt and 
change thoughts and behaviors. Engaging in healthy lifestyle behaviors, 
accepting prevention measures, and adapting to changes in relationships are 
transitions that occur (Hamilton, Williams, Skirton, & Bowers, 2009).

In this study, BRCA+ cancer risk management decision making is concep-
tualized as an intellectual and affective process of weighing the pros and cons 
of cancer risk management options with consideration of personal factors. 
Phenomenology, a qualitative approach to inquiry used in the study, provides 
rich and valuable data that contribute to a better understanding of the lived 
experience of cancer risk management decision making for previvors. Few 
phenomenological studies have been done in previvors.

Purpose

The study’s purpose was to explore the experience of cancer risk manage-
ment decision making for women who are unaffected carriers of a BRCA 
mutation (previvors).

Method

Design

The study incorporated a qualitative, phenomenological design outlined by 
Moustakas (1994). Through phenomenological inquiry, the researcher sought 
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understanding of the lived experience of decision making for women who are 
BRCA+ previvors.

Sample

Purposive sampling was used to obtain participants for the study. Fifteen par-
ticipants were recruited from Facing our Risk of Cancer Empowered (FORCE), 
an online informational and support group. After 15 interviews, the researcher 
noted data saturation, which determined the final sample size. A recruitment 
flyer with information about the study was posted on the website and made 
available in a public area during the FORCE annual conference. Women aged 
18 years or older, who were self-reported, unaffected carriers of a BRCA1 or 
BRCA2 genetic mutation, were eligible to participate in the study.

Data Collection/Analysis

Participants who completed voluntary informed consent chose to be inter-
viewed either by phone or in person. Nine were interviewed in person; six by 
telephone. Interviews were audiotaped, lasting 25 min to 1 hr using a semi-
structured interview guide. Participants received a US$25.00 stipend as com-
pensation for their time.

The researcher began the analysis by identifying all significant statements 
relevant to the phenomenon of interest. Statements that were repetitive or 
irrelevant to the chosen phenomenon were deleted. Significant statements 
with similar meanings were then clustered into themes. Interviews were con-
ducted until data saturation of themes was achieved. This is the point at which 
the researcher no longer found new information that added to the understand-
ing of themes. From textural descriptions of what the participants experi-
enced and structural descriptions of how it was experienced, the nature and 
meaning of the lived experience was revealed. Finally, the researcher inte-
grated the structural-textural descriptions into a unified statement; a compos-
ite description of the essence and meaning of the experience as a whole. 
NVivo 9® software was used to organize and classify data.

Epoche and bracketing are processes in which the researcher attempts to 
record and set aside preconceived ideas to avoid bias in approaching the 
research topic (Moustakas, 1994). These processes, along with careful main-
tenance of an audit trail of data, and consultation with an expert qualitative 
researcher for review of data and validation of themes were methods used to 
establish trustworthiness in the study. The Institutional Review Board (IRB) 
of the University of Massachusetts Lowell and the Executive Director of 
FORCE approved the study.
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Results

The final sample included 15 women from all 4 regions of the United States 
and Canada. The majority of the participants were Caucasian, well-educated, 
and had high household incomes. All were working or college students, and 
all had health insurance. All participants reported having a primary health 
care provider and 11 (73%) reported having an oncology specialist. The sam-
ple included women ranging in age from 21 to 63 and was evenly distributed 
in terms of premenopausal and peri/post-menopausal status. All subgroups 
differing in cancer risk management decision-making choices related to 
being BRCA+ were represented. Sample characteristics are further summa-
rized in Table 1.

The Early Previvor Experience: Intense Emotional Upheaval

Four significant themes emerged from the data (see Table 2). The first theme 
was the early previvor experience: intense emotional upheaval. For previvors 
in the study, the emotional experience at diagnosis of a BRCA mutation was 
profoundly traumatic and overwhelming. They expressed an acute awareness 
of vulnerability not felt previously, despite feeling prepared for a positive 
diagnosis. The early previvor experience was characterized by shock, debili-
tating fear, loneliness, depression, uncertainty, and a sense of urgency to 
make protective decisions for themselves and their families. Previvors had 

Table 1. Sample Characteristics (N = 15).

Characteristic n (%)

Race/Ethnicity
 Caucasian 11 (73%)
 Caucasian/Jewish 3 (20%)
 Hispanic 1 (7%)
Marital status
 Single 5 (33)
 Married 9 (60%)
 Divorced 1 (7%)
Have children 6 (40%)
Initial counseling by
 Physician 6 (40%)
 Genetic counselor 6 (40%)
 None 3 (20%)
BRCA1 6 (40%)
BRCA 9 (60%)
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difficulty coping with the news, and receiving results by phone or mail was a 
universally negative experience. Amanda (all names used are fictitious) 
shared,

. . . Even though I wanted that information, the emotional consequences of 
knowing have been more difficult to deal with than I anticipated . . . they 
actually notified me over the phone when the results came in, and that was kind 
of awful. I was just kind of in shock . . . It just was emotionally so much heavier 
than I expected.

Heidi related her experience of receiving a positive result to that of a can-
cer diagnosis:

You almost, in some ways, feel like you have been diagnosed with cancer, even 
though you haven’t. You feel closer to having been diagnosed with cancer than 
you would have the day before . . . it feels like it’s a little bit of cancer even 
though it isn’t.

Although all participants were under the care of a health care provider 
when mutation testing was done, three participants reported receiving no ini-
tial counseling around the time of testing. Of those who received counseling, 

Table 2. Significant Themes.

Significant themes/subthemes Example

1.  The early previvor experience: 
intense emotional upheaval.

1.  “It just was emotionally so much 
heavier than I expected.”

2.  The decisional journey: Navigating 
a personal plan for survival.

“It’s like having a little bit of cancer.”
2.  “The journey is different for every 

individual.”
   Subtheme
    a.  Decisional factors: age, fertility 

and breast feeding, relationships 
with significant others, body 
image changes, caring for 
dependent children, memories 
of cancer among family 
members, and ongoing risk 
balance analysis

   a.  “ . . . we all have to respect 
everybody’s path and where they 
are in life—and how old they 
are—and where they are in their 
partnership, or marriage, or child 
rearing or not—or whatever . . . ”

3.  The lack of knowledge and 
experience among health care 
providers.

3.  “I need a guiding light . . . someone 
who has experience and knowledge 
in this area and supports me.”

4. Support for previvors is essential. 4.  “Don’t go it alone”
“I need a sisterhood.”
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several described it as being insensitive and impersonal. At the time of the 
interviews, Myriad© laboratories held the patent on BRCA mutations and 
was thus the only laboratory authorized to do BRCA mutation testing in the 
United States (Myriad, 2011). Myriad requires that testing be submitted 
through a health care provider. Heidi described receiving her results by mail 
from her provider:

I don’t know if you’ve seen the package they send you when you get the testing 
done. I mean they have this huge headline that says (with emphasis) positive 
for deleterious gene mutation. It’s huge! So it’s like a neon sign and unless 
you’ve been properly prepared for it—you just kind of look at this stuff and 
you go—like oh my God! And as you read through it, it’s pretty upsetting.

Feelings of fear of cancer and concern for the future were characteristic 
of the previvor’s experience at diagnosis. Heidi described a fearful urgency 
to take action on receiving positive test results saying, “I felt like a time 
bomb.”

The Decisional Journey: Navigating a Personal Plan for Survival

The second major theme was the decisional journey: navigating a personal 
plan for survival. Participants described a realization that they needed to 
make important cancer risk management decisions to ensure survival. 
They also recognized that the choices for cancer risk management would 
affect other significant life issues. For previvors, cancer risk management 
decision making was complex, changed with age, and had effects across 
the lifespan. Decisions differed based on each woman’s unique character-
istics, preferences, and situations. Previvors repeatedly described the deci-
sion-making process as a journey; a lifelong risk balance analysis, with 
each cancer risk management decision having different pros and cons that 
changed over time. Weighing these pros and cons to make choices based 
on individual factors and preferences characterized the decisional 
journey.

Several issues emerged as important factors in the decisional journey. 
These issues constituted a subtheme, decisional factors. Decisional factors 
were age, fertility and breast feeding, relationships with significant others, 
body image changes, caring for dependent children, memories of cancer 
among family members, and ongoing risk balance analysis.

BRCA+ women recognized that although they shared having a genetic 
predisposition for cancer, each woman was unique, with individual needs, 
desires, and plans for her life. Rory said,



74 Western Journal of Nursing Research 37(1)

One thing I’m realizing is that everybody’s on their own path, and that we all have 
to respect everybody’s path and where they are in life—and how old they are—
and where they are in their partnership, or marriage, or child rearing or not—or 
whatever—cause everybody’s, you know, everybody’s got their own gig.

She summarized the risk management options from her perspective:

I realized that it’s really kind of about this big decision that I’m gonna have to 
make . . . you can be watchful-waiting, so you have tests done every six months 
and MRIs and mammograms and blood tests and stuff, until you actually get 
cancer and then you treat it early. Or I would have to make a decision to remove 
the body parts that are gonna be the troublesome ones, and I kind of knew in the 
back of my mind—I told friends and family—and in my heart of hearts I know 
what I need to do. I’m a mother. I have young children. I saw what happened to 
my mom. I want to be around for my children. I don’t want to get cancer.

As the age and stage of life of the previvor changes, her risk changes, as 
well as her views of significant relationships, marriage, childbearing, and 
childrearing. Thus, the cancer risk management decisional journey involves 
choices that evolve and change over time for each individual. Jane, who is 
BRCA+ and has a daughter who is BRCA+, described the difference in the 
journey for women of different ages:

My daughter, having found out at age twenty-five, and me having found out at 
age fifty-three is completely different. I was at lunch with two sisters last year 
and one of ‘em was married and one of ‘em was single and the single said, “I 
don’t know what I’m gonna do”—cause she was still trying to meet guys—so 
she said, “I don’t want to have anything major done to my body.” But the other 
sister who was married said, “I’m gonna have my kids, two or three in a row, 
and then get all this stuff taken out.”

Prophylactic surgeries have a profound effect on body image, intimate 
relationships, and fertility (van Oostrom et al., 2003). Because prophylactic 
oophorectomy results in infertility, ovarian cancer surveillance is the only 
option for younger, premenopausal women who intend to have children. 
Prophylactic mastectomy results in the inability to breast-feed; therefore, it is 
not an option for the childbearing woman who wants to breast-feed. Andie 
spoke adamantly about her choice to preserve her fertility: “I was like—there 
is no freakin way that this is gonna take my chance of ever having my own 
children.”

Younger, premenopausal previvors felt pressured to plan for significant 
life events such as dating, marriage, childbearing, and breast-feeding to 
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create a decisional timeline that allowed for eventual prophylactic surgery. 
This was a source of stress, as Julie, age 26, reflected,

I think psychologically for a young woman it kind of feels like it puts somewhat 
of like a time-line on your life and your decisions, and I feel like I’m sort of 
pressured to have children earlier than maybe I would have originally, just 
because I feel like I need to have prophylactic surgeries, you know, down the 
line . . . it can just feel limiting as far as your life path.

Older previvors felt the pressure to act, being closer to the age at which 
their cancer risk dramatically increased. Jenny commented,

When I decided to take the test, I knew that if it came back positive that I would 
look into having prophylactic surgery. I was already in my late forties by that 
point and I knew that I was pushing it if I had this, in terms of time, you know, 
that I was really in kind of the danger zone of cancer diagnosis.

Cancer experiences are often traumatic and pervasive in the families of 
previvors. Participants described multiple cancer diagnoses among family 
members. Audrey said,

I’ve just been around cancer so long. My mom—I was five the first time she got 
it. My mom has had breast cancer twice, and it runs really heavily through her 
whole side of her family . . . and then just within the last year all of the younger 
generation girls decided to get tested and we’re all coming back positive.

Painful memories of family cancer experiences accentuated the anxiety 
and fear of cancer. Andie shared painful memories of her mother’s cancer:

I’ll say that I was about eleven, twelve the first time and it didn’t make any 
sense to me; I mean I saw my mom go from having hair to no hair. That’s about 
really all that I recognized. She really hid a lot of her pain . . .the second time I 
was a little older, about sixteen-ish and, ah, and it tore me apart because my 
mum got really sick and this time I got to see some of that pain, some of that 
anguish and I actually got to see my mum, oh my gosh . . . look like a skeleton, 
which was really scary.

The Lack of Knowledge and Experience Among Health Care 
Providers

The third significant theme was the lack of knowledge and experience 
among health care providers. Previvors recognize the vital role health care 
providers play in their lives, particularly in the cancer risk management 
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decision-making process and plan. However, they were concerned about the 
scarcity of competent health care providers able to give guidance for com-
prehensive, preventive care. This was of particular concern for those who 
lived and sought care in rural areas. Rory shared her story:

I’m in a rural area, and people here don’t know anything about it . . . then a 
friend pointed out that there’s a new gynecologist in town and she has an ad in 
the paper and on her ad was a little by-line that said—experienced in heredity 
ovarian and breast cancer. So I called her up and said, . . . what do you know? 
What’s your experience—and I’m like—I need you as my guiding light. I need 
someone who has experience and knowledge in this area and supports me.

The state of the knowledge is developing rapidly, and clearly prescriptive 
or definitive guidelines for all aspects of cancer risk management of BRCA+ 
women do not exist. Women in the study sought answers to their individual 
risk management questions, which their health care providers could not 
always provide for them. Kathy said,

I said things to her like—how much worse would my chances be if I had a 
mastectomy when I was like 55 instead of 45? And she was like, “well we 
don’t really know” . . . or I would say, well so how much risk reduction do I 
have if I had the oophorectomy versus Tamoxifen? And she was like, “We 
don’t really know.”

With a lack of competent guidance, previvors felt that the pursuit of appro-
priate cancer risk management decision making fell largely to themselves, as 
Julie described,

Having a place to go where you feel like someone is knowledgeable about all 
the options is really helpful, and I felt like my nurse practitioner that I see—I 
actually seem to be educating her a bit—in the options and the whole process, 
and that can give you a little bit of a sense of —not mistrust, but just feeling, 
you know, that you aren’t necessarily being taken care of—that you are kind of 
guiding the ship.

Previvors sought clarity and accuracy from providers. They experienced 
frustration and confusion when information or recommendations conflicted. 
Bethany shared the following:

I see a lot more doctors than most people my age . . . something that’s been 
frustrating for me is just hearing conflicting things, you know, one doctor 
saying you should have mammograms every six months, one doctor saying at 
your age you should never have mammograms, and being able to have more 
clear information.
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Previvors valued a holistic approach to care from providers with compre-
hensive knowledge and understanding of decisional issues and interventions. 
They also expressed concern about providers seeing them through the narrow 
focus of their specialty area, neglecting a comprehensive view and approach 
to care. Amanda communicated her views:

I find it difficult when I go to providers—that if I see a gynecologic oncologist, 
they’re really focused on, you know, whatever they can do to make sure you 
don’t get ovarian cancer. But then if you ask about well, you know . . . what 
about the cardiovascular risk, like, oh well, that’s nothing compared to your 
risk of cancer . . . I sort of felt like no provider that I was seeing was seeing me 
as a whole person.

Participants identified not only a lack of knowledge but also a lack of 
resources, such as pamphlets, decisional tools, or plans of care. Jean shared,

I mean you don’t want to wait a month for an appointment with the doctor and 
then you go into the doctor—and then they don’t have any experience with it  
. . . they need the education . . . because none of the doctors I went to had any 
pamphlets on it or anything. No information at all in their offices about it.

Support for Previvors Is Essential

The fourth major theme was that support for previvors is essential. Previvors 
described feeling alone when diagnosed with a BRCA mutation and experi-
enced an immediate and ongoing need for support. Few reported receiving 
adequate referrals for support resources from health care providers. Cheryl 
stressed, “Don’t go it alone.”

The strongest means of support came from other women who were 
BRCA+. Sally reflected, “I think it’s important to have that feeling of, you 
know, that you’re not alone, and just that there is someone else out there that 
understands exactly what you’re going through.” Rory exclaimed, “I need a 
sisterhood . . . I need someone to talk to.”

Participants recognized that although many support groups exist for can-
cer survivors, there are few for previvors. They emphasized the importance 
of health care providers making referrals. Jenny recommended,

. . . so I think medical providers who work with women have to have some 
recognition of that . . . you do need other people to talk to that are dealing with 
this kind of diagnosis—and that it is different than having cancer—and that 
when they leave the office there isn’t gonna be this giant support structure in 
place . . . it’s a very difficult thing to go through alone.
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Several previvors recommended using FORCE for online informational 
and emotional support. Jenny stated,

There was no one local to me, but on-line and through the FORCE message 
boards—that was a great source of support, and I think connecting women with 
that is great . . . any organization that provides support for people who are 
previvors—or who have this diagnosis without a cancer diagnosis—because 
there are lots of support groups for people who have cancer, but there aren’t 
really for people who don’t.

As a young previvor, Amy described support through Bright Pink, an 
online educational and support organization for young women with high risk 
for breast and ovarian cancer:

I’ve learned a lot and I’ve met a lot of young girls and, um, I was a part of 
Bright Pink . . . I’ve talked to a lot of girls that didn’t have the same experience 
that I did, um, my doctor provided me with all the resources really, Bright Pink 
and FORCE and everything—and a lot of other girls that are close to my age, 
their doctors did nothing to help them.

Using Moustakas’s (1994) method, the researcher developed a composite 
description of the experience of cancer risk management decision making for 
previvors.

For previvors in the study, cancer risk management decision making was 
experienced as a lifelong intellectual and emotional journey. The journey 
began with diagnosis of a deleterious BRCA mutation. Shock, fear, and a 
sense of urgency for protection from the threat of cancer through cancer risk 
management decision making ensued at diagnosis. Traumatic memories of 
cancer among family members increased fear related to cancer and the seri-
ousness with which previvors approached cancer risk management decisions. 
Each decision involved weighing the pros and cons of risk management 
options with consideration of multiple decisional factors unique to each 
woman and potentially changing over time. Knowledge and support were 
critical to this process. Having knowledgeable health care professionals who 
were sensitive to individual needs and respectful of autonomy was valued.

Discussion

The results of this phenomenological study provide rich data for better under-
standing cancer risk management decision making for previvors. It is one of 
the first studies to provide a holistic, lifelong view of the lived experience. 
Findings substantiate evidence that BRCA mutation carriers experience 
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emotional distress on receiving a positive mutation result and that ongoing 
emotional support is needed (Halbert et al., 2011). The results augment the 
importance of previvor peer support identified in previous studies (Kenen, 
Shapiro, Friedman, & Coyne, 2007) and emphasize the emotional and expe-
riential knowledge valuable to previvors at diagnosis and throughout the 
decisional journey.

Findings substantiate that fear associated with family experiences of can-
cer, particularly the loss of a mother to cancer (Hamilton, Williams, Bowers, 
& Calzone, 2009; Werner-Lin, 2008a), and concerns about fertility and body 
image (Phillips et al., 2006; Samuel & Ollila, 2005-2006) are factors affect-
ing cancer risk management decisions. They also corroborate the young pre-
vivor experience of urgency to establish intimate relationships and complete 
childbearing before having prophylactic surgery (Werner-Lin, 2008a). 
Further research is needed to identify best practices for assisting previvors in 
early adulthood.

Findings support previous research documenting the lack of knowledge 
and guidance from health care providers for previvors facing cancer risk 
management decisions, including the lack of educational and decisional sup-
port resources provided (Metcalfe et al., 2007) and the deficiency in referrals 
to support organizations (Loescher et al., 2009). The challenge to meet the 
need for expert care is attenuated by the explosion of genetic information 
over the past two decades, making it difficult for health care providers to 
keep up with advancing knowledge in genetics and genomics related to the 
care of BRCA+ women. Although health care professionals, including 
nurses, have an increased awareness that genetics and genomics competen-
cies are important for practice (Hamilton, 2009), the competence of most 
nurses in these areas is poor (Skirton, O’Connor, & Humphreys, 2012). 
Snyder, Lynch, and Lynch (2009) suggest that the advanced practice oncol-
ogy nurse specializing in genetics and genomics is appropriate to meet this 
need. Although few formal support organizations exist and the need for edu-
cation and support in rural areas is sparse, referral to online informational and 
support groups such as FORCE and Bright Pink, help bridge this gap. Other 
opportunities lie in the use of telehealth in connecting knowledgeable spe-
cialists with rural care centers, where individuals may not have access to 
specialized care. Educational resources and comprehensive decisional sup-
port tools for this population are needed. Findings from this study make a 
valuable contribution to the development of such measures.

Study findings also warrant concerns related to health policy. As a result 
of the supreme court ruling against patents on BRCA1 and BRCA2 genes 
(Association for Molecular Pathology v. Myriad Genetics, Inc., 2013), 
increased availability and decreased cost allow greater access to BRCA test-
ing. Direct-to-consumer genetic testing for BRCA mutations is currently 
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available in the United States. Without the guidance of a qualified profes-
sional, those undergoing this type of testing may be vulnerable to inaccurate 
testing and invalid or misunderstood results. Although there is conflicting 
literature as to whether telephone disclosure of genetic testing results is equal 
to in-person disclosure in terms of the effect on anxiety and general well-
being (Croster & Dickerson, 2010; Jenkins et al., 2007), findings from this 
study support in-person disclosure of positive results.

Findings from qualitative research are not meant to be generalizable but 
provide better understanding of phenomena under study. With this in mind, 
several limitations of the study are noted. Participants’ self-report of a BRCA1 
or BRCA2 mutation was not confirmed by the researcher. Sampling was lim-
ited by recruitment from a single source, self-selection of participants, and 
the inclusion of only English speaking participants. The final sample lacked 
racial and socioeconomic diversity; therefore, the study could not include a 
broad range of perspectives.

Acknowledgments

The authors wish to express gratitude to the members of FORCE who courageously 
shared their stories as well as to Dr. Sue Friedman, Executive Director of FORCE. An 
additional note of thanks to Callie Cochran for her assistance with the study.

Declaration of Conflicting Interests

The author(s) declared no potential conflicts of interest with respect to the research, 
authorship, and/or publication of this article.

Funding

The author(s) disclosed receipt of the following financial support for the research, 
authorship, and/or publication of this article: Partial funding was obtained through a 
Research Fund Award received from the Pi Epsilon at large chapter of Sigma Theta 
Tau International Honor Society for Nursing.

References

Antoniou, A., Pharoah, P., Narod, S., Risch, H. A., Eyfjord, J. E., Hopper, J. L., . . . 
Easton, D. F. (2003). Average risks of breast and ovarian cancer associated with 
BRCA 1 and BRCA 2 mutations detected in case series unselected for family his-
tory: A combined analysis of 22 studies. American Journal of Human Genetics, 
72, 1117-1130.

Armstrong, K., Schwartz, J. S., Randall, T., Rubin, S. C., & Weber, B. (2004). 
Hormone replacement therapy and life expectancy after prophylactic oopho-
rectomy in women with BRCA1/2 mutations: A decision analysis. Journal of 
Clinical Oncology, 22, 1045-1054. doi:10.1200/JCO.2004.06.090



Leonarczyk and Mawn 81

Association for Molecular Pathology v. Myriad Genetics, Inc., 569 U.S. 12–398 (2013).
Balmana, J., Diez, O., Rubio, I., & Castiglione, M. (2010). BRCA in breast cancer: 

ESMO clinical practice guidelines. Annals of Oncology, 21(Suppl. 5), v20-v22. 
doi:10.1093/annonc/mdq161

Berliner, J. L., & Fay, A. M. (2007). Risk assessment and genetic counseling for 
hereditary breast and ovarian cancer: Recommendations of the National Society 
of Genetic Counselors. Journal of Genetic Counseling, 16, 241-260.

Chen, W. Y., Garber, J. E., Highman, S., Schneider, K. A., Davis, K. B., Deffenbaugh, 
A. M., . . .Li, F. P. (2002). BRCA1/2 genetic testing in the community setting. 
Journal of Clinical Oncology, 20, 4485-4492. doi:10.1200/JCO.2002.08.147

Croster, C. B., & Dickerson, S. S. (2010). Women receiving news of a family 
BRCA 1/2 mutation: Messages of fear and empowerment. Journal of Nursing 
Scholarship, 42, 367-378. doi:10.1111/j.1547-5069.2010.01366.x

den Heijer, M., Vos, J., Seynaeve, C., Vanheusden, K., Duivenvoorden, H. J., Tilanus-
Linthorse, M., . . . Tibben, A. (2012). The impact of social and personal resources 
on psychological distress in women at risk for hereditary breast cancer. Psycho-
Oncology, 21, 153-160. doi:10.1002/pon.1879

Finch, A., Metcalf, K. A., Chiang, J. K., Elit, L., McLaughlin, J., Springate, C.,  
. . .Narod, S. A. (2011). The impact of prophylactic salpingo-oophorectomy on 
menopausal symptoms and sexual function in women who carry a BRCA muta-
tion. Gynecologic Oncology, 121, 163-168. doi:10.1016/j.ygyno.2010.12.326

Halbert, C. H., Stopfer, J. E., McDonald, J., Weathers, B., Collier, A., Troxel, A. 
B., & Domcheck, S. (2011). Long-term reactions to genetic testing for BRCA1 
and BRCA2 mutations: Does time heal women’s concerns? Journal of Clinical 
Oncology, 29, 4302-4306. doi:10.1200/JCO.2010.33.1561

Hallowell, N., Jacobs, I., Richards, M., Mackay, J., & Gore, M. (2001). Surveillance 
or surgery? A description of the factors that influence high risk premenopausal 
women’s decisions about prophylactic oophorectomy. Journal of Medical 
Genetics, 38, 683-726.

Hamilton, R. (2009). Nursing advocacy in a postgenomic age. Nursing Clinics of 
North America, 44, 435-446. doi:10.1016/j.cnur.2009.07.007

Hamilton, R. (2012). Being young, female, and BRCA positive. American Journal of 
Nursing, 112, 26-31.

Hamilton, R., & Hurley, K. E. (2010). Conditions and consequences of a BRCA 
mutation in young, single women of childbearing age. Oncology Nursing Forum, 
37, 627-634. doi:10.1188/10.ONF.627-634

Hamilton, R., Williams, J. K., Bowers, B. J., & Calzone, K. (2009). Life trajectories, 
genetic testing, and risk reduction decisions in 18-39 year old women at risk for 
hereditary breast and ovarian cancer. Journal of Genetic Counseling, 18, 147-
159. doi:10.1007/s10897-008-9200-1

Hamilton, R., Williams, J. K., Skirton, H., & Bowers, B. J. (2009). Living with 
genetic test results for hereditary breast and ovarian cancer. Journal of Nursing 
Scholarship, 41, 276-283. doi:10.1111/j.1547-5069.2009.01279.x



82 Western Journal of Nursing Research 37(1)

Iodice, S., Barile, M., Rotmensz, N., Feroc, I., Bonanni, B., Radice, P., . . .Gandini, S. 
(2010). Oral contraceptive use and breast or ovarian cancer risk in BRCA 1/2 car-
riers: A meta-analysis. European Journal of Cancer, 46, 2275-2284.

Jenkins, J., Calzone, K. A., Dimond, E., Liewehr, D. J., Steinberg, S. M., Jourkiv, 
O., . . .Kirsch, I. R. (2007). Randomized comparison of phone versus in-person 
BRCA1/2 predisposition genetic testing result disclosure. Genetics in Medicine, 
9, 487-495. doi:10.1097/GIM.0b013.e31812e6220

Kenen, R. H., Shapiro, P. J., Friedman, S., & Coyne, J. (2007). Peer support in cop-
ing with medical uncertainty: Discussion of oophorectomy and hormone replace-
ment therapy on a web-based message board. Psycho-Oncology, 16, 763-771. 
doi:10.1002/pon.1152

King, M., Wieand, S., Hale, K., Lee, M., Walsh, T., Owens, K., . . .Fisher, B. (2001). 
Tamoxifen and breast cancer incidence among women with inherited mutations 
in BRCA 1 and BRCA 2. Journal of the American Medical Association, 286, 
2251-2256.

Kurian, A. W., Sigal, B. M., & Plevritis, S. K. (2010). Survival analysis of cancer 
risk reduction strategies for BRCA 1/2 mutation carriers. Journal of Clinical 
Oncology, 28, 222-231. doi:10.1200/JCO.2009.22.7991

Loescher, L. J., Lim, K. H., Leitner, O., Ray, J., D’Souza, J., & Armstrong, C. M. 
(2009). Cancer surveillance behaviors in women presenting for clinical BRCA 
genetic susceptibility testing. Oncology Nursing Forum, 36, E57-E67.

Lynch, H. T., Snyder, C. L., Lynch, J. F., Riley, B. D., & Rubinstein, W. S. (2003). 
Hereditary breast-ovarian cancer at the bedside: Role of the medical oncologist. 
Journal of Clinical Oncology, 21, 740-753.

Metcalfe, K. A., Foulkes, W. D., Kim-Sing, C., Ainsworth, P., Rosen, B., Armel, S., . . . 
Narod, S. A. (2008). Family history as a predictor of uptake of cancer prevention 
procedures by women with a BRCA1 or BRCA2 mutation. Clinical Genetics, 73, 
474-479. doi:10.1111/j.1399-0004.2008.00988.x

Metcalfe, K. A., Poll, A., O’Connor, A., Gershman, S., Armel, S., Finch, A., . . . 
Narod, S. A. (2007). Development and testing of a decision aid for breast cancer 
prevention for women with a BRCA 1 or BRCA 2 mutation. Clinical Genetics, 
72, 208-217. doi:10.1111/j.1399-0004.2007.00859x

Metcalfe, K. A., Snyder, C., Seidel, J., Hanna, D., Lynch, H., & Narod, S. (2005). 
The use of preventative measures among healthy women who carry a BRCA1 or 
BRCA2 mutation. Familial Cancer, 4, 97-103. doi:10.1007/s10689-005-4215-3

Moustakas, C. (1994). Phenomenological research methods. Thousand Oaks, CA: 
SAGE.

Myriad. (2011, July 29). Myriad applauds the court of appeals’ decision to uphold 
gene patenting. Retrieved from http://investor.myriad.com/releasedetail.
cfm?ReleaseID=595288

National Cancer Institute. (2013). Genetics of breast and ovarian cancer.  
Retrieved from http://www.cancer.gov/cancertopics/pdq/genetics/breast-and-
ovarian/healthprofessional/

http://investor.myriad.com/releasedetail.cfm?ReleaseID=595288


Leonarczyk and Mawn 83

National Comprehensive Cancer Network. (2013). NCCN clinical practice guide-
lines in oncology (NCCN GuidelinesTM) Genetic/familial high-risk assessment: 
Breast and ovarian version 4. Retrieved from http://www.nccn.org/profession-
als/physician_gls/PDF/genetics_screening.pdf

Phillips, K. A., Jenkins, M. A., Lindeman, G. J., McLachlan, S. A., McKinley, J. M., 
Weideman, P. C., . . .Friedlander, M. L. (2006). Risk-reducing surgery, screen-
ing and chemoprevention practices of BRCA 1 and BRCA 2 mutation carriers: 
A prospective cohort study. Clinical Genetics, 70, 198-206. doi:10.1111/j.1399-
0004.2006.00665.x

Rebbeck, T., Kauff, N. D., & Domchek, S. M. (2009). Meta-analysis of risk reduc-
tion estimates associated with risk-reducing salpingo-oophorectomy in BRCA1 
or BRCA2 mutation carriers. Journal of the National Cancer Institute, 101, 80-
87. doi:0.1093/jnci/djn442

Rice, L. W. (2010). Hormone prevention strategies for breast, endometrial and ovarian 
cancers. Gynecologic Oncology, 118, 202-207. doi:10.1016/j.ygyno.2010.03.014

Samuel, J. C., & Ollila, D. W. (2005-2006). Prophylaxis and screening options: 
Recommendations for young women with BRCA mutations. Breast Disease, 23, 
31-35.

Schwartz, M. D., Kaufman, E., Peshkin, B. N., Isaacs, C., Hughes, C., DeMarco, T., 
. . .Lerman, C. (2003). Bilateral prophylactic oophorectomy and ovarian can-
cer screening following BRCA 1/BRCA 2 mutation testing. Journal of Clinical 
Oncology, 21, 4034-4041.

Schwartz, M. D., Peshkin, B. N., Tercyak, K. P., Taylor, K. L., & Valdimarsdottir, 
H. (2005). Decision making and decision support for hereditary breast-ovarian 
cancer susceptibility. Health Psychology, 24, S78-S84. doi:10.1037/0278-
6133.24.4.S78

Skirton, H., O’Connor, A., & Humphreys, A. (2012). Nurses’ competence in genetics: 
A mixed method systematic review. Journal of Advanced Nursing, 68, 2387-2398. 
doi:10.1111/j.1365-2648.2012.06034.x

Snyder, C., Lynch, J., & Lynch, H. (2009). Genetic counseling and the advanced prac-
tice oncology nursing role in a hereditary cancer prevention clinic: Hereditary 
breast cancer focus (part I). Breast Journal, 15(Suppl. 1), 2-10. doi:10.1111/
j.1524-4741.2009.00802.x

van Oostrom, I., Meijers-Heijboer, H., Lodder, L. N., Duivenvoorden, H. J., van Gool, 
A. R., Seynaeve, C., . . . Tibben, A. (2003). Long-term psychological impact of 
carrying a BRCA 1/2 mutation and prophylactic surgery: A 5-year follow-up 
study. Journal of Clinical Oncology, 21, 3867-3874.

Welcsh, P. L., & King, M. C. (2001). BRCA 1 and BRCA 2 and the genetics of breast 
and ovarian cancer. Human Molecular Genetics, 10, 705-713.

Werner-Lin, A. (2008a). Beating the biological clock: The compressed family life 
cycle of young women with BRCA gene alterations. Social Work in Health Care, 
47, 416-437. doi:10.1080/00981380802173509

Werner-Lin, A. (2008b). Formal and informal support needs of young women 
with BRCA mutations. Journal of Psychosocial Oncology, 26, 111-133. 
doi:10.1080/07347330802359776



84 Western Journal of Nursing Research 37(1)

Werner-Lin, A., Hoskins, L., Doyle, M. H., & Green, M. H. (2012). Cancer doesn’t have 
an age: Genetic testing and cancer risk management in BRCA1/2 mutation-pos-
itive women aged 18-24. Health, 16, 636-654. doi:10.1177/1363459312442420

Werner-Lin, A., Rubin, L. R., Doyle, M., Stern, R., Savin, K., Hurley, K., & Sagi, 
M. (2012). My funky genetics: BRCA1/2 mutation carriers’ understanding of 
genetic inheritance and reproductive merger in the context of new reprogenetic 
technologies. Families, Systems, & Health, 30, 166-180. doi:10.1037/a0028434

Whittemore, A. S., Balise, R. R., Pharoan, P. D., DiCioccio, R. A., Oakley-Girvan, I., 
Ramus, S. J., . . .Piver, M. S. (2004). Oral contraceptive use and ovarian cancer 
risk among carriers of BRCA 1 or BRCA 2 mutations. British Journal of Cancer, 
91, 1911-1915.


